Background: Caregivers' experiences during early intervention of their infant with
| INTRODUCTION
"COPing with and CAring for infants with special needs" (COPCA) is a novel family-centred early intervention programme (Blauw-Hospers, Dirks, Hulshof, Bos, & Hadders-Algra, 2011; Hielkema et al., 2010 Hielkema et al., , 2011 . COPCA is based on principles of familycentred care Dunst, Trivette, & Deal, 1999; Rosenbaum, 2004) and the neuronal group selection theory (NGST; Hadders-Algra, 2000a , 2000b , 2010 . Goaloriented coaching (Ives, 2008 ) is COPCA's main intervention strategy (Akhbari Ziegler, Dirks, & Hadders-Algra, 2019; . COPCA aims to encourage the family's own capacities to stimulate the infant's motor development during daily care in naturally occurring parenting situations . Family-centred practice in COPCA means that the COPCA coach supports the entire family in such a way that family's independency and quality of life are maintained and/or promoted (King et al., 2002) . The coach aims at understanding parental needs. This forms the basis for providing the family with information required to make informed decisions. In this way, families develop new skills that may enhance well-being and participation of the whole family, including the child with disability. According to NGST, the infant with atypical motor development needs ample opportunities for self-produced motor behaviour, variation, and trial-and-error experiences to improve his or her motor development (Hadders-Algra, 2000b) . Practical implementation of NGST means to challenge the infant at the limit of his or her capabilities to actively explore varying forms of real-life situations that offer the infant opportunities for self-produced motor behaviour and trial-and error experiences.
COPCA's coaching is grounded in the notion that "people possess the inherent capacity to learn and grow, and have the potential to develop competencies and resources that may be used to improve their situation" (King et al., 2002, p. 61) . Coaching in COPCA is goal oriented (Ives, 2008) ; that is, it is solution focused, performance driven, and nondirective. Being nondirective implies that the coach is a facilitator of ideas and actions. Solution focused means that the focus is on finding solutions in order to achieve specific aims. Being performance driven emphasizes the focus on changing actions to improve performance. COPCA occurs in the family's home environment and includes support of the family by shared observations during daily care. While observing, the coach describes the infant's motor activities ("running commentary"). During shared observation, family members may explore and develop their own strategies to cope in daily life with having an infant with special needs. The communication between family members and coach is open, and relationships are based on equal partnership and confidence. The coach is listening, asks reflective questions, and provides suggestions to challenge the infant. Positive feedback is used to confirm, clarify, and explore any needs to attain a goal. The caregivers are informed that development proceeds by means of trial-and-error and self-produced activity requiring ample time and practice. At the start of each session, the coach discusses the goals for that session with the caregivers. It should be realized that the approach of coaching is relatively demanding for both families and paediatric physiotherapists (PPTs). The family must be ready to play an active role in the intervention process (Akhbari Ziegler et al., 2019) .
The first studies on the effectiveness of COPCA in infants at high risk of developmental disorders supported that elements of the COPCA approach, in particular caregiver coaching and challenging the infant to self-produced motor behaviour, are associated with better functional outcome at 18 months Hielkema et al., 2011) . We know that families with a child with special needs have individual needs of information, understanding, support, and skill development (King, 2009) In Switzerland, the COPCA programme is largely unknown.
Recently, 15 Swiss PPTs received education to become a COPCA coach; that is, they followed a COPCA course. The course consisted of formal lectures and of guidance of daily physiotherapy practice over a period of 6 months. A study exploring the learning process of these PPTs showed that they quickly learned to implement COPCA's coaching principles (Akhbari Ziegler, Dirks, Reinders-Messelink, Meichtry, & Hadders-Algra, 2018) . The course context offered an opportunity to explore caregivers' experiences during 6 months of COPCA intervention. Therefore, the aims of the present study were (a) to evaluate the caregivers' overall experiences with COPCA during the intervention period, (b) to explore useful and helpful aspects of COPCA for the caregivers, and (c) to get insight in their learning processes. To this end, we used a qualitative approach, applying a questionnaire with open-ended questions.
Key messages
• Caregivers highly appreciate home-based intervention, support from the therapist, and the attainment of competences.
• During 6 months of COPCA intervention, mothers learned to support the infant autonomously at home, to observe the infant, and to recognize the competences of the infant.
• Learning processes during 6 months of COPCA intervention enabled the mothers to participate as active partners in the intervention process.
| METHODS

| Procedure
The data were collected in a qualitative study, during which 15 families from the German part of Switzerland with an infant with special needs received COPCA from one of the 15 PPTs participating in a COPCA course (for details, see Akhbari et al., 2018) . The COPCA course was coordinated by the developers of the COPCA programme Hielkema et al., 2011) .
It consisted of three contact blocks with two intervals of 3 months:
The first block consisted of 2 days and the other two of 1 day. For the participation in this evaluative study, the PPTs and caregivers signed a letter of consent. During the course, the families got one COPCA session a week.
| Recruitment and participants
The PPTs who had been recruited by the first author informed client families about the course and its associated studies. Each PPT recruited one interested family with a young child with special needs, that is, a child with 0 to 36 months' corrected age, who had been referred to them by the paediatrician, because of delayed motor development and/or neurological dysfunction, and who was not able to stand and walk independently. The participants in this study were the caregivers of the children receiving intervention from one of the PPTs involved in the COPCA course. One caregiver per family participated. The background information of the participants is provided Table 1 .
| Data collection and measure
The data were collected during the last session, that is, after 6 months of intervention. The PPT in charge provided the caregivers of the chil- 
| Data analysis
Demographic characteristics of the participants were quantified by descriptive statistics (see Table 1 ). For the evaluation of the questionnaire, the content analysis approach of Graneheim and Lundman (2004) independently. Disagreements were discussed until consensus was reached; (b) "draft-codes" and "draft-categories" developed by the first author were critically discussed with the third author and adapted accordingly to create the final codes and categories; and (c) the first and second authors independently assigned all meaning units to a category (and sub-category), and disagreements were discussed until consensus was reached. Interrater reliability between the first and second authors was calculated with Cohen's kappa coefficient (κ;
using Microsoft ® Excel ® version 12.3.6). The results of the content analyses were reported by descriptive statistics (see Tables 2 and 3 ).
| RESULTS
| Characteristics of the participants
Families were free to choose which caregiver would respond to the questionnaire. All questionnaires were filled out by mothers. The age of the mothers ranged from 20 to 43 years (mean age 32 years, standard deviation 7 years). The mothers came originally from seven different countries and had different levels of education. Eight mothers had an infant below the age of 1 year old. Six mothers had an infant with a severe disorder. For details, see Table 1 .
| Interrater reliability
Interrater reliability of the allocation of the meaning units extracted from the first and second questions was excellent (κ = .95 and κ = .92, respectively); it was good (κ = .77) for the meaning units extracted from the third question.
| Caregivers experience with 6 months of COPCA intervention
The content analyses of the question about the overall experiences with COPCA resulted in four categories and three subcategories (Table 2 ; in the text indicated by quotation marks). All mothers qualified the COPCA programme resulting in the category "evaluation of COPCA as a form of intervention." They described COPCA as a varied, helpful, and satisfying intervention. A 37-year-old mother with a 5-month-old girl with a mild disorder stated: "The coach explored together with us the best possible ways for our child to develop."
Thirteen mothers mentioned the "benefit from COPCA." Three mothers primarily noted a "benefit for everyday life." A 28-year-old mother of a girl aged 2 years 6 months who is functioning at Gross Motor Function Classification System (GMFCS) level IV said: "COPCA became a part of our life, that we can apply always in everyday life." Three other mothers experienced particularly a "benefit for the child." A 23-year-old mother of an 8-month-old boy with a severe disorder remarked: "The coach observed how he is and adapted the programme accordingly." In the subcategory "benefit for the caregivers," new possibilities to play and useful hints were mentioned by seven mothers. A 41-year-old mother of a 9-month-old boy with a mild disorder answered: "I am less hectic, this has a positive effect on the whole family." Three mothers made statements to the category "empowerment." A 38-year-old mother of a 3.5-month-old boy with a mild disorder mentioned: "We were reinforced that we are on the right way." Three mothers brought up the category "home-based therapy." The 23-year-old mother said: "Home-based therapy is an enormous bonus for our child, he feels safe in this familiar environment." No mother expressed unhelpful or negative experiences.
The content analyses of the question about useful and helpful aspects of COPCA resulted in eight categories (Table 3) .
"Home-based intervention" was of major value for most of mothers; it was explicitly mentioned by 11. They appreciated that therapy was adapted to the home conditions. A 31-year-old mother with a boy aged 1 year 7 months who is functioning at GMFCS level IV said: "Also that that practice was adapted to the conditions at home and I didn't have to make a transfer from the outpatient clinic to the environment at home." Another aspect referred often was "integration in daily activities/care." Some mothers (five out of 15) experienced the intervention as part of daily routine and adapted to daily requirements. The same mother reported: "It felt less like therapy but much more like everyday life." Eight mothers mentioned a "benefit for the infant." They reported about changes in the acquired abilities of their children, that they spend more time in supporting the children, and that the children had been challenged. The 23-year-old mother with an 8-month-old boy who is functioning at GMFCS level V remarked: "Consistently challenging situations that generate feelings of success were offered to the infant." A further helpful aspect for nine mothers was the "support from the coach." Mothers received confirmation and helpful hints in a way that they felt well supported. A 42-year-old mother with a 1-year-old boy with delayed motor development and asymmetry stated: "Especially the confirmation that we do everything right."
The 23-year-old mother answered: "Valuable assisting ideas, easy to implement." "To attain competences" was also an aspect for seven mothers. They acquired different competences like supporting the infants, setting goals, or learning to play with the infant. A 32-year-old mother with a 1-year-old girl with delayed motor development remarked: "I can work on and arrange themes I regard as essential." Four mothers mentioned the aspect "communication." Talking about worries and getting an answer to questions was helpful for them. Also, the "attitude of the therapist (coach)"
was an aspect we identified (n = 2). Mothers reported that the therapist gave the impression of being competent, patient, and sympathetic. For a 37-year-old mother with a 5-month-old girl with Curschmann-Steinert syndrome, "goal setting" was a helpful aspect:
"It was good for us to set every week goals which our girl could meet."
The content analyses of the question about the learning processes of the caregivers resulted in seven categories and four subcategories (Table 4 ). The category "to support the infant autonomously at home" means that the mothers had learned to support development of the infant in daily life not only in the presence of the coach but also autonomously between the intervention sessions. All mothers mentioned this aspect. In this category, two subcategories could be distinguished. First, the mothers gained "knowledge about possibilities to promote child development"; that is they learned to offer the infant appropriate exploration situations, to give the right quantity of help, to appreciate that play is an excellent means to practice, how to implement this knowledge in a playful way, and to give the infant more time (n = 13). A 38-year-old mother with a 4-month-old boy with muscular hypotonia answered: "I can demand something from him, adjusted to his capacity." Second, two mothers mentioned that they developed strategies "to create an enriched and supportive environment at home"; that is, they learned how to create an enriched, development-supporting environment. A 28-year-old mother with a girl aged 2 years 6 months who is functioning at GMFCS level IV stated: "I installed a motor activity area in our house." Another learning category we distinguished was patiently and accurately "observation of the infant" before acting or reacting (n = 4). Furthermore, two mothers "recognized the competences of the infant"; that is, they now realized that the child needed less help and was competent to perform many activities independently. Five mothers reported "to understand infant development" better. They became aware that development needs time and is not following a fixed programme. A 23-year-old mother with an 8-month-old boy with muscular hypotonia and epilepsy stated: "I understand now, that the development of my infant is not like as described in books, e.
g., crawling with seven months." Another learning effect was that The majority of mothers mentioned that they had appreciated the support of the PPT. Family support is considered a critical factor determining whether or not families engage as active partner in intervention (Hinojosa, 1990 ). In the current intervention, the PPT acted as a coach, which enabled the caregivers to make their own decisions and to discuss in a respectful way the goals for the near future. This in turn resulted, as the mothers mentioned, in knowledge about the short-term, achievable goals that could be integrated realistically in daily caregiving activities. These spontaneous remarks of the mothers fully correspond to parental experiences summarized in the review of Kruijsen-Terpstra et al. (2014) . They are also in line with the report that COPCA intervention promotes family empowerment (Hielkema et al., 2019) .
The mothers reported that they had acquired new skills, knowledge, and behaviours on how they autonomously could promote the child's development. They had learned how to stimulate the infant's motor development during daily care, for example, how to challenge the child's performances and to offer the infant opportunities for trialand-error experiences. Two recent systematic reviews concluded that these components are the most promising ones of early physiotherapeutic intervention (Hadders-Algra, Boxum, Hielkema, & Hamer, 2017; Morgan et al., 2016) . The integration of these intervention components in daily life may result in a higher dosing of "practice"
and therewith increase the chance of a beneficial effect (HaddersAlgra et al., 2017).
| Methodological considerations
This is the first study exploring caregivers' experiences with COPCA.
To cope with the requirements of trustworthiness in qualitative research, a multistep procedure was performed to endorse reliability.
The study also has limitations. First, no fathers participated in the study, limiting our knowledge to mothers only. This may have affected the results, as King et al. (2008) identified differences in paternal and maternal evaluations of care. Second, we did not include questions addressing explicitly unhelpful or disagreeable aspects of COPCA. This may have resulted in positive bias. Nevertheless, none of the mothers mentioned negative experiences in response to the first question.
Third, the PPTs were in the process of becoming a COPCA coach, which may imply that they did not provide full-blown COPCA intervention. However, our additional study (Akhbari Ziegler et al., 2018) indicated that the most important component of COPCA, that is, COPCA's coaching principles, are learned quickly by PPTs.
| Concluding remarks
The participating mothers appreciated the COPCA early intervention programme. They especially valued its home-based setting, the support from the coach, and the experience that COPCA enabled them to participate as active partners in the intervention process and make their own decisions. This means that the mothers valued the family-centred, ecological, and relationship-based elements of early intervention that currently are recommended.
For future research on caregivers' experiences, we recommend that also fathers participate, as this would allow for the unravelling of differences between maternal and paternal views on paediatric physiotherapy in young children. For a more comprehensive insight into caregivers' experiences, we recommend to explicitly address potentially negative experiences with early intervention.
